Purpose: The study's purpose was to obtain information on the characteristics and perspectives of families interested in adopting children with Down syndrome. Methods: A questionnaire-based survey was administered to individuals and families on a waiting list to adopt children with Down syndrome. Information on (1) demographic, (2) family structure, (3) Down syndrome exposure, (4) Down syndrome knowledge, (5) reasons for considering adoption, (6) adoption process, and (7) perspective on raising children with Down syndrome was assessed. 
Adoption of children with special needs is a relatively new experience. In the 1950s, adoption was rarely considered an option if a child had mental retardation. 1 By the early 1980s, however, the trend had shifted with regard to adoption of children with special needs. According to the National Committee for Adoption in 1985, 27.6% of all unrelated adoptions in the United States involved special-needs children. 2 By the mid1990s, approximately half (48.5%) of unrelated domestic adoptions involved children with disabilities. 3 Since the first studies were published in the late 1960s indicating that midtrimester amniocentesis was possible for the purpose of detecting chromosomal aberrations including trisomy 21, 4, 5 hundreds of thousands of women have undergone this procedure and many have been informed that their fetus has Down syndrome. Expectant couples are often counseled that they have two options: continuation or termination of the pregnancy. A third option is to continue the pregnancy and place the child with Down syndrome for adoption after birth.
Until recently, adoption had not been traditionally discussed, because many professionals were unaware that families were available who desired to adopt children with special needs. 6 Although this awareness has increased, many obstetricians are still not familiar with this possibility.
Limited information regarding the nature of families interested in the adoption of children with Down syndrome is available. One 1988 French study assessed the adoption and foster care of infants with Down syndrome. Their results indicated that approximately 19% of babies with Down syndrome who were born in the Paris and Marseilles regions between 1981 and 1990 were placed for adoption by their birth parents. However, only half of these children were ultimately adopted by a family. The remaining children were placed in foster care or an institution. 7 In England, one agency in the late 1980s reported that they had placed 35 children with Down syndrome for adoption within less than a decade. The investigators concluded that permanent family placement of children with Down syndrome was not only realistic, but there are generally enough families available to "choose" from to find an appropriate home for any given child. 8 Each day parents receive the news that their fetus or newborn infant has Down syndrome. These individuals are faced with an enormous decision. If this information is determined during the pregnancy, the options are to continue the pregnancy and raise the child, continue the pregnancy and place the child for adoption, or terminate the pregnancy. If the diagnosis of Down syndrome is made at birth, the former two options are available. Presently, there is scant information regarding the availability and nature of families and individuals waiting to adopt children with Down syndrome. The aim of this study is to identify the characteristics of these families and individuals, as well as the reasons behind this decision. In addition, the present study hopes to facilitate increased awareness within the medical community of the option of adoption for fetuses identified with Down syndrome.
MATERIALS AND METHODS
A 40-question survey was developed and mailed to all 199 individuals and/or families who are currently on the waiting list to adopt a child through the Adoption Awareness Program of the Down Syndrome Association of Greater Cincinnati (DSAGC). This organization facilitates the adoption of children with Down syndrome through local adoption agencies. The DSAGC has been keeping a list of interested prospective adoptive parents for more than 20 years and has helped in facilitating more than 100 adoptions of children with Down syndrome.
The survey and a cover letter describing the purpose of the study, along with a stamped, self-addressed return envelope, were sent to each potential participant. Participants were asked to return the survey within 2 weeks of its receipt. Institutional review board exemption for this investigation was obtained from the DSAGC. The content of the questionnaire was also approved by the DSAGC.
The authors developed a questionnaire that used a quantitative approach and that addressed topics including demographic characteristics, adoption history, family structure, exposure to and knowledge of Down syndrome, opinions regarding Down syndrome, reasons for pursuing adoption of a child with Down syndrome, and adoption process characteristics.
Responses to each survey item were coded, labeled, and entered into a database. Data analysis and descriptive statistics were evaluated using the Statistical Package for the Social Sciences program (SPSS Inc., Chicago, IL), including numbers of respondents choosing a particular answer, frequencies, means, standard deviations, and ranges, where appropriate. Openended items were excluded from the statistical analyses but are addressed descriptively.
RESULTS
Of 199 surveys mailed, there were 72 respondents (36.2%). Of the 72 respondents waiting to adopt, six had already adopted a child with Down syndrome through the DSAGC and were on the waiting list to adopt another child with this disorder. Ten families (14%) had a previous biological child with Down syndrome. Just less than half (47.1%) of the families had been waiting for 7 months to 5 years, with the most frequent response being 1 to 2 years (20%).
Demographic characteristics of those 72 individuals and families currently waiting to adopt a child with Down syndrome are shown in Table 1 . The mean age of respondents was 40 years (range 26 -53 years). All responders had a high school education, and 17% had obtained a master's degree. A religious affiliation was claimed by 92% of respondents, with the most common being Christian (86.4%). Other religious affiliations included Jewish (4.5%) and Buddhist (1.5%). More than 80% of respondents resided in nonurban communities with populations less than 200,000. Seventy-three percent of respondents indicated they were married. Of those not married, 11.3% were single, 11.3% were divorced, 1.4% widowed, and 2.8% indicated "other" regarding marital status. Figure 1 illustrates the sources by which respondents became aware of the possibility of adopting a child with Down syndrome. The most common source was the Internet (48%), with only 1 respondent learning of this opportunity through their physician.
Approximately one third (34%) of respondents currently on the waiting list had adopted a child with Down syndrome through an organization other than the DSAGC, and approximately half (49%) had previously adopted a child/children with a disability other than Down syndrome. More than half (52%) were also on another waiting list to adopt a child, and of those, 65% were on a list to specifically adopt a child with Down syndrome.
When respondents were asked if they would prefer adopting a child with Down syndrome versus a child without special needs, 67% stated that they would prefer to adopt a child with Down syndrome, and none of the respondents stated they would rather adopt a child without Down syndrome.
Sixty-six percent of respondents have their own biological children, and 70.4% indicated that they have one or more adopted children (mean 2.5). Half of the respondents did not have a biological or adopted child with Down syndrome; how- ever, 59.7% of respondents did have at least one child (biological or adopted) with a disability other than Down syndrome. Figure 2 illustrates the personal experience and prior exposure to individuals with Down syndrome. Respondents were asked to indicate all that applied from a list of 11 possible means of exposure. The most common means of exposure to Down syndrome individuals was "work with an individual with Down syndrome," which was indicated by 50% of respondents. Respondents with no personal knowledge of an individual with Down syndrome constituted 8.3% of all prospective adoptive parents.
The majority of the 72 respondents were well aware of the medical conditions associated with Down syndrome (Fig. 3) . Respondents were asked to indicate which of the following are at an increased risk in individuals with Down syndrome: leukemia, thyroid problems, early-onset Alzheimer's disease, bowel function abnormalities, increased susceptibility to pneumonia, short stature, and visual impairment. As shown in Figure 3 , all respondents were aware that individuals with Down syndrome have mental retardation, and 96% stated that they were willing to adopt a child with Down syndrome without prior knowledge of their intelligence quotient. Seventy-five percent of respondents were willing to adopt a child with Down syndrome who had a cardiac defect.
Respondents were asked to choose from a list of seven reasons (including all that apply) that may be a part of their decision to adopt a child with Down syndrome. Respondents could also write in other reasons (Fig. 4) The most highly noted reason for choosing to adopt a child with Down syndrome was that the respondent felt equipped with the resources to raise a child with Down syndrome (85%).
For those families and individuals who are currently waiting to adopt a child with Down syndrome, 88% strongly agree that there needs to be more awareness in the medical community regarding the availability of people waiting to adopt children with Down syndrome. The majority strongly agree that individuals with Down syndrome are an important part of our society and deserve the same chance as children without Down syndrome (93% and 99%, respectively). Although more than 90% strongly agree that adopting a child with Down syndrome would enhance their life, more than 60% also agree that this will make their life more stressful. Most respondents (84.1%) would at least somewhat agree that it takes a special type of person to adopt a child with Down syndrome. Less than half of respondents thought that they would be helping society by adopting a child with Down syndrome, and only 6% agreed that they feel obligated to adopt a child with Down syndrome.
When asked about their perceptions regarding societal and medical professional views on individuals with Down syndrome, 70% of respondents thought that society's perception of individuals with Down syndrome was somewhat negative to overly negative. Sixty-seven percent thought that obstetricians' perception of individuals with Down syndrome was somewhat negative to overly negative, whereas 44% thought that pediatricians' views were somewhat negative to overly negative. Forty-one percent of respondents were unsure of genetic counselors' views of individuals with Down syndrome.
DISCUSSION
This study was performed to investigate the nature of families and individuals waiting to adopt a child with Down syndrome. This type of questionnaire, using a quantitative approach, is effective for measuring aspects of a wide range of genetic issues. 9 On the basis of information collected from 72 families or individuals who are currently waiting to adopt a child with Down syndrome, some basic conclusions can be drawn. Families and individuals waiting to adopt a child with Down syndrome are committed to adoption of children not only with Down syndrome but also with disabilities in general. Approximately two thirds of respondents indicated that they had a child with a disability other than Down syndrome, approximately half had already adopted a child with a disability other than Down syndrome, and approximately one third had already adopted a child with Down syndrome. A substantial number of potential adoptive parents are currently on other waiting lists to adopt a child with Down syndrome. When specifically asked if they would rather adopt a child with or without Down syndrome, none of the respondents stated that they would rather adopt a child without Down syndrome. The length of time on the DSAGC waiting list to adopt a child with Down syndrome was between 7 months and 5 years for 47% of the respondents. The most frequent response was between 1 and 2 years. For children without special needs (including foreign adoptions), the waiting time is approximately 1 year. This indicates that the list of parents interested in adopting a child with Down syndrome greatly exceeds the availability of children with Down syndrome who are being placed for adoption. In short, there is an ample supply of parents waiting to adopt a child with Down syndrome.
The majority of families and individuals waiting to adopt a child with Down syndrome has had significant personal exposure to individuals with Down syndrome and are aware of the medical issues associated with this condition. Less than 10% of respondents had no personal exposure to individuals with Down syndrome. Given the fact that exposure to individuals with Down syndrome was so high, it is not surprising that the respondents were knowledgeable about the nature of Down syndrome and the medical conditions associated with this condition. All respondents were aware that mental retardation is a feature of Down syndrome, and that the intelligence quotient can range from mild to severe mental retardation. This study found that the majority of families and individuals waiting to adopt a child with Down syndrome were also well aware that individuals with Down syndrome have a host of other significant medical conditions. It is not clear why more than 80% of respondents resided in nonurban communities with populations less than 200,000. Perhaps these environments are more conducive to accepting a child with special needs, whereas introducing a child with Down syndrome into an urban population may not be as easily accomplished. Another speculation would be that individuals working in urban areas may think that the pressures of daily life may impair their ability to devote sufficient care to a child with Down syndrome. The information on location of residence may also be specific to the Cincinnati program. There are numerous other agencies that are involved in placing children with Down syndrome for adoption. Results from these other agencies may differ from that found in the data gathered from the DSAGC.
One of the primary goals of this study was to identify the reasons people choose to adopt a child with Down syndrome. The responses indicated that the primary reason is that people feel equipped with the resources to raise a child with Down syndrome. On the basis of this response, it is obvious that these individuals are aware that raising a child with Down syndrome may involve the use of additional resources needed for raising a child with special needs. This is an important finding as it highlights the fact that these adoptive parents are not naive to the potential challenges of raising a child with a disability.
The second most common reason for choosing to adopt a child with Down syndrome was a previous positive experience with an individual with Down syndrome. The fact that these prospective adoptive families have had positive, firsthand experience with individuals with Down syndrome is undoubtedly a major factor in their decision to seek adoption.
Another common reason for choosing to adopt a child with Down syndrome is the belief that this choice will benefit the rest of their family. This view is in contrast with the prevailing views of several decades ago, when studies indicated that having a child with mental retardation in the family was crisisproducing, often inducing lifelong stress and distress. 10 More recently, investigators concluded that adoption of a child with mental retardation may have a positive family impact. According to Glidden et al., 11 the measures used to assess maternal and family adjustment to the adoption of a child with mental retardation indicated overwhelmingly positive effects, with only occasional reports of negative impact. Another investigation corroborated this observation. 12 A wide range of emotions and reactions, most of them favorable, developed among siblings of children with Down syndrome. These siblings were generally welcomed into the disability community. Most siblings found rich value in having a family member with Down syndrome. This information may be contrary to the expectations of parents informed prenatally that their fetus has Down syndrome. Therefore, at the time of genetic counseling after the diagnosis of trisomy 21, this information should be discussed. It is ironic that many families choose to terminate pregnancies affected with Down syndrome because they believe that a child with mental retardation and special needs will adversely impact family dynamics, especially other children in the home, whereas families waiting to adopt a child with Down syndrome are confident that having a child with special needs will only enhance their family's cohesiveness.
Approximately half of respondents stated that choosing to adopt may prevent the termination of a fetus with Down syndrome. The pregnancy termination rate for Down syndromeaffected fetuses has been reported to be as high as 87%. 13 However, this is a selected group because many parents who would not consider termination of Down syndrome pregnancies frequently do not avail themselves of chorionic villus sampling or amniocentesis. It is not known whether adoption was offered as an option to parents informed that their fetus has Down syndrome before their decision to terminate their pregnancy. Similarly, it is not known whether offering the option of placing a child for adoption will affect the pregnancy termination rate. For parents who elect to continue their pregnancy with Down syndrome, numerous recommendations for improving their obstetric experience have been made. Among a series of 141 women who received a prenatal diagnosis of Down syndrome and elected to continue their pregnancy, the majority expressed frustration with the care they subsequently received. 14 The most common suggestions these women made were that the diagnosis be conveyed in person, that up-to-date printed materials on Down syndrome be provided, and that referral to a local Down syndrome support group be made.
Families and individuals waiting to adopt a child with Down syndrome believe that individuals with Down syndrome are an important part of society. From this questionnaire, it is apparent that prospective adoptive families understand the challenges of raising a child with Down syndrome. In fact, more than half agreed that raising a child with Down syndrome would make their life more stressful.
In general, respondents thought that society as a whole had a negative perception of individuals with Down syndrome. Their perceptions of beliefs within the medical profession varied. However, the majority strongly agreed that awareness about the option of adoption for babies with Down syndrome needed to be increased within the medical community.
There are some limitations to this study. On the basis of the response rate of 36.2% for families and individuals waiting to adopt a child with Down syndrome, it is not possible to determine whether the respondents differ in important ways from nonrespondents. Specific mention was made in the cover letter that these surveys would be anonymous and in no way would their participation or answers affect their standing with the DSAGC or the Adoption Awareness Program. However, one cannot be sure that certain questions in this survey may have been influenced by the relationship between the respondent and the DSAGC because of the emotional investment involved in waiting to adopt and the desire to be selected to receive a child with Down syndrome for adoption.
Data were unavailable regarding the reasons the potential families were so positive and thought they had the resources to meet the needs for raising a child with Down syndrome. An area of future research would be to elucidate exactly what resources these individuals and families believe they have available to them that better equip them to raise a child with special needs. It would also be interesting to further assess the positive experiences adoptive parents have had with individuals with Down syndrome.
In the United States, approximately 5500 individuals are born with Down syndrome each year. 15 Despite improved prenatal diagnosis and termination of affected fetuses by many couples, the birth prevalence for this condition remains significant at 1.3 per 1000 live births. 15 For the majority of these families, the diagnosis of Down syndrome is unsuspected and the child is identified as having this condition only after birth. Once this diagnosis has been confirmed, it may be appropriate in some families to raise the option of placing their child with Down syndrome for adoption so that the parents can be made aware of this possibility. This discussion must be handled with sensitivity and only at an appropriate point once the parents have recovered from the emotional impact of the diagnosis. Balanced information that is accurate, current, and respectful of individuals with Down syndrome should be provided.
Families learning that their fetus has Down syndrome during pregnancy are often devastated by this news. They have a difficult decision to make, usually in a short period of time. A balanced approach, discussing the options of pregnancy continuation, termination, and continuing the pregnancy with the intent to place the child for adoption, should be provided. It is estimated that each year in the United States, approximately 750 women who are informed their fetus has Down syndrome elect to continue their pregnancy. 14 It is not known whether being informed of the option of continuing their pregnancy with the plan to place their child with Down syndrome for adoption will affect the pregnancy termination rate. However, we believe information on the availability of adoption should be conveyed to parents in this situation so that all options are clearly known and they can make an informed decision regarding pregnancy management.
